Objective: In December 2016, 66 health leaders from 14 countries convened at the Salzburg Global Seminar (SGS) to engage in cross-cultural and collaborative discussions centered on 'Rethinking Care Toward the End of Life'. Conversations focused on global perspectives on death and dying, challenges experienced by researchers, physicians, patients and family caregivers. This paper summarizes key findings and recommendations from SGS. Design: Featured sessions focused on critical issues of end of life care led by key stakeholders, physicians, researchers, and other global leaders in palliative care. Sessions spanned across several critical themes including: patient/family/caregiver engagement, integrating health and community-based social care, eliciting and honoring patient preferences, building an evidence base for palliative care, learning from system failures, and delivering end of life care in low-resource countries. Sessions were followed by intensive collaborative discussions which helped formulate key recommendations for rethinking and ultimately advancing end of life care. Results: Prominent lessons learned from SGS include learning from low-resource countries, development of evidence-based quality measures, implementing changes in training and education, and respecting the personal agency of patients and their families. Conclusion: There is a global need to rethink, and ultimately revolutionize end of life care in all countries. This paper outlines key aspects of end of life care that warrant explicit improvement through specific action from key stakeholders.
Rethinking Care Toward the End of Life
In light of demographic shifts in life expectancy, medical and technological advancements that have impacted the nature by which humans live and die, it is critical that populations rethink issues surrounding care toward the end of life to make sure it serves patient goals at the end of life, and that care provision is shaped through aggregating preferences and community engagement. Equally important is that scientists deeply explore and advance end of life research, that practitioners are prepared to openly discuss death with patients and families, and that families are transparent with one another around values and preferences surrounding death.
Motivated by this global issue, the Salzburg Global Seminar (SGS) 'Rethinking Care Toward the End of Life' was convened in December of 2016 in Salzburg, Austria. SGS is an independent non-profit organization based in Salzburg, Austria with additional offices in Washington, DC, USA, Middlebury, VT, USA, London, UK and Vienna, Austria. The mission of SGS is to challenge current and future leaders to solve issues of global concern. SGS designs, facilitates and hosts international strategic convenings and multi-year programs to tackle systemic challenges critical for the next generation. SGS served as a forum for exchange of culturally diverse thoughts, ideas, and experiences in order to help formulate key recommendations for global improvement of care toward the end of life.
Methodology

SGS structure
The SGS was designed to facilitate interactive and engaging sessions to challenge current thinking about end of life care. Participants were recruited in country teams to promote intra-country as well as crossborder knowledge exchange and collaboration. Diversity was key, with different sectors, professional backgrounds, and stakeholders represented. Multiple modes of interaction were used to allow participants to engage in substantive discussions about the future of end of life care. SGS began with structured panel discussions, with panels comprised of fellows from various countries in order to ensure cross-cultural perspectives on the panel topic. Panels were also designed to include fellows from different backgrounds to ensure the diversity of opinions and experiences. Each panel discussion was followed by short smallgroup interactions, conversation, and then sharing of small-group ideas with the larger audience. Panels addressed the following critical questions [1] :
• How do we engage patients and families to ensure that end of life care honors what matters most to them, with respect for culture and for context at the level of the individual and the population? • What are the relative contributions of health care and communitybased social care in different contexts? How can they best be joined up to maintain function, independence, and agency for people for whom death is near? • How can health care systems better support families, caregivers and community members in caring for people of all ages for whom death is near? • How are robust processes established and implemented for arriving at decisions when patients can no longer express their own preferences? What role does public engagement and government have in this? • Which are the most promising evidence-based and cost-effective innovations in care towards the end of life? What yields greatest value to patients, especially in low-resource settings?
• What can we learn from the systems failures in high income countries with regard to supporting patients, families, and caregivers with palliative care? • How can palliative care best be undertaken in the context of societal deprivation and conflict?
After these questions were discussed, fellows discussed in greater depth the policy, practice and social implications of issues raised in the panel discussions. In addition, a 'culture café' was held, in which participants circulated through stations, each exploring the care toward the end of life in a different cultural context. In the spirit of facilitating collaboration, a final group exercise convened in which all fellows gathered in a large circle and shared with the group an 'ask' (a request from other fellows necessary to revolutionize care toward the end of life) and an 'offer' (something each fellow could contribute to help others' pursuits in advancing knowledge around care toward the end of life).
Results
Seminar discussion
The discussions expanded and challenged thinking about care toward the end of life. Key aspects of palliative care and end of life care were discussed and shared, highlighting the differential approaches, strengths, and challenges across the 14 represented countries ( Table 1 ). The open environment created a space where fellows felt compelled and welcomed to share their personal stories as well as their professional and scientific knowledge, resulting in a rich exchange. Seasoned researchers and clinicians exchanged views and opinions with early-stage investigators, promoting an intergenerational conversation about end of life care, which further expanded the scope of knowledge to be shared and gained. Fellows identified four key areas for action: (i) building a strong evidence base for palliative care research, (ii) implementing changes in training and education, (iii) facilitating policy change and (iv) engaging patients, families and caregivers. These themes, along with key recommendations for action and implementation, are briefly described below as well as in a previously published final report [1] .
Internationally representative evidence base for palliative care research SGS began with the important notion that end of life care is a seemingly universal issue. Often, fellows presented their own experiences in end of life care as a precursor to more formal discussion-recollections, regrets and recounts of the death of a loved one, a patient or a friend. Advocacy for end of life care was exceptionally robust among the fellows and their respective countries, institutions, and communities. There was great advocacy for the importance of palliative care, which encompasses care focused on comfort, quality of life, prevention and relief of suffering, and psychosocial and spiritual care, rather than a purely disease-focused model of life prolongation and attempted cure of disease [2, 3] . This notion of advocacy, however, was challenged in the fellows' discussions which suggested that palliative care has traditionally placed too much emphasis on advocacy and not enough on generating and using scientific evidence to advance and sustain the field; the palliative care field has developed rapidly without a clear roadmap or uniform approach for defining commonly used terms, such as 'a good death', identifying best practices in pragmatic care delivery, or measuring outcomes. Fellows' questioned if and how this rapid development without collective pause and direction has led to variability among programs on national and global scales, creating great variance within palliative care and how it is defined and implemented [2] . Thus, building a rigorous and internationally representative evidence base for palliative care is a priority, nationally and globally. Rigorous research is essential for palliative care to be recognized and systematically integrated into health care delivery. Advancements in the quality of data collection and measurement are essential to understand the scope of needs at the end of life and the quality of care to address those needs. Understanding the scope of needs can also help to strengthen advocacy efforts. Fellows concluded that data collection for palliative care research must be more systematic, yet also be flexible enough to assess new and varying aspects of end of life care that are directly relevant to the personal and cultural context of the individual receiving care. Qualitative efforts can be made to acquire the depth of knowledge while quantitative data collection will increase the breadth of information necessary to generalize findings. Available quantitative measures that assess essential and important outcomes in palliative care, such as the Palliative care Outcome Scale (POS), a patientreported outcome measure that assesses physical symptoms, emotional, psychological and spiritual needs [4] , should be more widely adopted, especially if they have been adapted and validated globally. Efforts to utilize common, validated measures, such as POS, will provide the methodological rigor necessary to demonstrate a valid evidence base for palliative care, allow for cross-country comparisons, and identify areas where advocacy and intervention is warranted. • Religion is an important factor in peoples' attitudes toward death • A 'good death' is made through being at peace with faith and family • Holistic and spiritual approach to palliative care Rwanda
• Strong emphasis on community-centered care
• Great importance placed on equity and integration of care
• Spirituality is very important in life and death Singapore
• Religion is an important factor in peoples' attitudes toward death • Personal autonomy is not at the top order-preserving harmony within the family is most important • There are many rituals around end of life and death United Kingdom
• Initiatives aimed at primary care teams are now part of English national policy on end of life care
• Recent policy and service development initiatives emphasize dying at home • In general, there is a low use of end of life services, particularly by minority ethnic groups United States
• Palliative care is provided in the form of hospice care
• Death is much less community-based than other countries • Medical care is curative-focused; physicians are not frequently prepared to discuss the option of death • Opioid misuse/abuse epidemic is growing Uganda
• Religion is an important factor in life and death • Shared cultural history of the people is critical during end of life care
• Storytelling is used as a tool to provide spiritual care
Implementing changes in training and education
The Salzburg fellows discussed the common avoidance of discussions around death and dying as a major problem to address in order to improve the quality of end of life care. Patients, families, and physicians all have strategies for avoiding discussions of death. There was consensus, however, that regardless of country or culture, all professional health care workers and community health workers should be better educated and trained to comfortably discuss death and dying upon diagnosis of a serious illness, during the disease trajectory, and throughout bereavement. In the same regard, there was an overarching consensus that palliative care needs to take place well before the end of life, and that enhanced education may translate to advancing practice such that palliative care can take place prior to end of life. In summary, there is a strong need for palliative care training to be more widespread. Current approaches for training needs to change and they need to include both professional and lay workers. Training needs to focus on building self-efficacy for helping patients and families make life-sustaining treatment decisions [5] . In western countries, palliative care is seen as a medical specialty which necessitates advanced training, leaving much of the professional medical workforce and community health workers with little or no background in palliative care. Thus, it is perhaps not surprising that there is a distinct gap between the expectations that medical doctors provide palliative care and how the education system prepares physicians to deliver palliative care. Changes in education and training could address the global consensus that palliative care must be delivered in a timely manner that promotes a smooth transition toward end of life as opposed to a delayed implementation. Initial steps to addressing this gap in training could come from the development of palliative care student organizations and advocacy groups which promote the integration of palliative care training into medical education. An example of such efforts comes from Rachel House, a pediatric palliative care service in Indonesia, which offers the 'Clinic in a Box' a 6-week comprehensive palliative care course offered in collaboration with nursing faculties at major universities in Indonesia.
Innovation in training must also come in the form of academic and medical education that integrates palliative care training across professional silos such that all health professionals will be trained to provide palliative care. Other initiatives could come through more regularized or required exposure to palliative care during training. An example of such effort comes from a required experiential palliative care rotation for second year internal medicine residents in the United States which improved the acquisition of palliative care communication skills among residents [6] .
It is also essential that training be delivered with respect to the cultural context in which such care is being delivered. For example, in Ugandan palliative care, nurses play a key role within the multidisciplinary team and lead many of the services. An innovative model of nurse leadership training in Uganda was developed to build confidence, skills, and resilience in nurse leaders through specialist palliative care nurse mentors [7] .
Advocating for public policy change
Reducing suffering by controlling pain at the end of life is a goal of palliative care. Currently available palliative care symptom control medications offer great benefit to a small minority of patients, some benefit to an additional group, and no benefit or great harm to other populations [8] . However, in some countries, especially lowresource countries, opioids for pain control are scarce, illegal or heavily regulated, and these tough restrictions limit access, modes of delivery and use in pain control. The prevalent belief that opioids promote psychoactive effects and are highly addictive contributes to a fearful hesitancy to prescribe opioids and has created legal challenges for providing quality pain control. Therefore, fellows discussed the importance of additional advocacy and education to counter myths about the benefits of opioids for legitimate medical purposes [9] and overturn or modify laws or policies limiting that limit access to opioids, or the strict limitations on who is able to administer opioids.
Engaging patients, families and caregivers
Fellows came to consensus that there is a need to be innovative and use different methods to engage with patients, caregivers, families, and communities. Engagement must take place with respect to cultural context and beliefs of the patient and their family. This engagement is meant to primarily enhance physicians' views on what patients want, value and prefer at the end of life. Family members and caregivers often hold invaluable knowledge and background on the patient's life, which could be immensely useful when merged with the medical knowledge of the primary care team. Moreover, because the design and implementation of palliative care intervention requires buy in, engaging key stakeholders such as patients, families, nurses, physicians, social workers and advocates in the beginning stages of intervention development could contribute to the feasibility and acceptability of such efforts.
Engaging with patients becomes increasingly challenging in the context of cognitive decline and impairment, which is especially prevalent for older patients at the end of life. Arguably, the role of the patient's family becomes most essential when a patient no longer has the cognitive capacity to advocate for themselves. In order to ensure that these proxy reports are accurate, end of life conversations between patients and their family members must occur prior to cognitive decline and more frequently so that family members' have a true understanding of the values and preferences of the patient. Thus, it becomes essential that patients and families engage with each other in end of life discussions, which may normalize conversations around death and elicit care that reflects the patients' end of life preferences.
Advanced planning tools, trainings, and techniques have been developed to engage patients and their families in complex medical conversations and decisions. In the United States, some advanced directives hold legal weight, and are intended to guide family members and medical team in executing decisions toward the end of life. The interpretation and acceptability of these directives is contingent on cultural values, demographic characteristics and knowledge of treatment options [10] . An example of this is recent legislation from India's Health Ministry, which has recently has proposed legislation that would make advanced directives null and void for fear of being misused. This example is evidence that advanced care planning is not universally accepted and thus must be explored in a culturally sensitive manner.
It is also important to recognize, however, that the presence of an advanced directive does not take the place of an in-depth conversation around a person's most valued outcomes, risks, decisions, and time trade-offs. Though advanced care planning tools hold certain utility in the clinical setting, it is essential that research assess the extent to which engagement with patients is effectively taking place in the clinical encounter. One such measurement tool used to assess this engagement is the CollaboRATE tool, a brief patient-reported measure of shared decision making [11] . The tool consists of three items ('How much effort was made to help you understand your health issues?'; 'How much effort was made to listen to the things that matter most to you about your health issues?'; 'How much effort was made to include what matters most to you in choosing what to do next?') and holds utility for routine clinical use [12] .
Several challenges and assumptions must be addressed in order to effectively engage with caregivers. In some cases, the label of 'caregiver' holds implications that are not always congruent with the caregivers' views of their role in the patient's care. Another assumption is that caregivers are always available to be involved and engaged in the patient's care as well as decisions regarding the patients' health. Caregivers' vary in their awareness and willingness to actively engage in some aspects of decision making, particularly at the end of life. Caregivers often balance multiple roles, responsibilities, and facets of their lives. Providing care to a loved one at the end of life is often draining and overwhelming. Pressured by medical staff or cultural norms, caregivers may sometimes act out of obligation rather than affection. Medical and overall cultural systems are often unable to recognize these aspects of the caregiver experience, resulting in generic caregiver engagement efforts that are unlikely to be effective. In the same regard, caregivers are heterogeneous with respect to their own needs, yet it is often assumed that caregivers want and need identical support and services. The caregiver/patient roles may be highly reciprocal when both parties have ailing health and provide care for each other during times of need. Thus, across these variations within and among caregivers, it is imperative that practitioners are aware of the background and history of the caregiver/patient relationship, and that this knowledge be applied to deliver tailored care toward the end of life, which will ensure that effective engagement can take place.
The Salzburg questions
Throughout SGS, fellows recognized the need to promote, facilitate, and engage in conversations around end of life care. Capitalizing on the power of social media to spark change and facilitate international discussion, fellows designed a social media advocacy campaign using Twitter to spotlight the important issues discussed during SGS and pose important questions around end of life care to a global online audience. Based on the discussions that took place over the course of SGS, fellows came up with several critical questions that they felt could be included in the campaign. A smaller committee of fellows evaluated the submitted questions and decided on nine questions that encompassed the most pressing and most common issues: 1. 'Why aren't countries accountable to commitment on #EOL care for vulnerable people?', 2. 'Is dying well as important as living well?', 3. 'How have you prepared for your death?', 4. 'Will caring for your dying loved one bankrupt you emotionally and financially?', 5. 'Why do refugees have limited access to quality health care and #EOL care?', 6. 'How and what do you measure to ensure quality palliative and end of life care?', 7. 'Doctors, Nurses, do you want to die the way your patients die?', 8. 'Do you know how to access #palliative care when you need it?', 9. 'What future research is needed to improve care for people w advanced illness & towards the end of life?'. The Twitter questions were designed to strategically align with meaningful global health dates throughout 2017 (e.g. World day of Social Justice, World Health Day, World Hospice and Palliative Care Day). Using the #AllmylifeQs, the campaign aimed to engage a larger audience in the important issues and questions raised in the SGS. The Salzburg Questions feed directly into the SGS mission to engage diverse, previously untapped audiences to best understand the global perspectives on critical issues [1] .
Conclusion
The presence of individuals from diverse regions allowed for fellows to compare and contrast social, cultural, economic, and political views of death. As a result, SGS generated key themes which hold global utility for revolutionizing end of life care. The diversity of fellows' backgrounds, ranging from advocates, caregivers, policymakers, clinicians, researchers and professors, was a critical SGS component. Thus, findings from SGS reflect a global consensus that improving care toward the end of life is a priority for patients and families, physicians, communities, and health care systems. There was an overwhelming acceptance that no one country had a perfected process for end of life care. Rather, each country had opportunities for further exploration, growth, and national and global contribution. SGS participants pledged to collaboratively and independently pursue their engagement, research, and advocacy related to enhancing end of life care. There was a vast consensus that scientific rigor is necessary to advance the field and revolutionize end of life care. Combined with the strong advocacy and activism around end of life, a comprehensive scientific evidence base will ensure the robustness and ultimately promote the effectiveness of practice and policy recommendations.
